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Executive Summary 
 
In April 2020, DC Health partnered with the GW Institute for Brain Health and Dementia to 
conduct a Brain Health Needs Assessment for the District of Columbia (DC).  The specific 
objectives of this work were to: 
 
1. Estimate the prevalence of dementia in DC 
2. Estimate the prevalence of modifiable risk factors for cognitive decline and dementia in DC  
3. Identify challenges and unmet needs of caregivers for persons living with dementia in DC 
4. Develop a guide identifying services and resources available to DC residents related to the 

needs of persons living with dementia and their caregivers 
 

 
Objective #1:  Estimate the prevalence of dementia in DC. 

 
We estimate the overall prevalence of dementia among adults 65 and older in Washington, DC 
to be 13%.  In absolute numbers, this translates to over 10,000 DC residents with dementia.  
The prevalence of dementia is higher for older age groups, women, and minority racial/ethnic 
groups.  The estimated prevalence of dementia among those over age 65 varies by DC ward.   
Generally, DC wards with higher estimated dementia prevalence also have higher estimated 
numbers of persons living with dementia. 
 

Estimated number of persons with dementia and dementia prevalence among those age 65 and older in 
Washington, DC, based on ACS 2018, 5-year demographic data for DC  

DC Ward 
1 

Ward 
2 

Ward 
3 

Ward 
4 

Ward 
5 

Ward 
6 

Ward 
7 

Ward 
8 

Estimated Dementia 
Prevalence 

13.0% 12.1% 8.8% 9.1% 16.0% 16.8% 12.1% 15.0% 12.3% 

Estimated Number of 
Persons with Dementia 

10,603 753 687 1,301 2,124 2,061 1,188 1,547 971 

 
As there have been no substantial advances in treatment or prevention of dementia, it is 
reasonable to assume the prevalence of dementia in DC was similar in 2019.  However, it is 
unclear whether these estimates will be a reasonable estimate of dementia prevalence in DC 
during or after the COVID-19 pandemic.   
 

 
Objective #2:  Estimate the prevalence of modifiable risk factors for cognitive decline and 

dementia in DC 
 
Scientists have identified numerous potential risk factors for cognitive decline and dementia, 
many of which are modifiable.  However, the strength of evidence supporting the claim that a 
certain factor influences risk of cognitive decline and dementia varies across factors.  Whether 
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efforts to improve brain health through risk factor reduction will be effective depends on how 
common these risk factors are, in addition to the extent to which they increase or decrease risk.   
 
Overall, there is moderate to strong evidence to suggest vascular risk factors and related 
lifestyle factors contribute to increased risk of cognitive decline and dementia. Diabetes, midlife 
hypertension, high cholesterol in midlife, midlife obesity, smoking, and lack of physical activity 
may increase risk of cognitive decline and dementia in later life.  Each of these risk factors are 
also established risk factors for stroke, which can lead to vascular cognitive impairment and 
dementia.  Many vascular risk factors are common in the adult DC population.  In 2017, 7% of 
adult DC residents had diabetes.  Among DC residents in midlife (ages 45-65), 39% had a 
diagnosis of hypertension and 32% had a diagnosis of high cholesterol.  Over 50% of the adult 
DC population, and over 60% of DC residents in midlife (ages 45-65) were overweight or obese.  
Only 14% of adult DC residents were smokers, and 23% had no leisure time physical activity or 
exercise in the last month. Generally, non-Hispanic Black residents were more likely to have 
vascular risk factors than those of other racial/ethnic groups.   

 
Other modifiable risk and protective factors for 
cognitive decline and dementia supported by 
moderate evidence include healthy diet, alcohol 
intake, education, and depression.  Healthy diet 
and higher education are associated with 
reduced risk of cognitive decline and dementia, 
while heavy alcohol intake and depression are 
associated with increased risk. In 2017, 62% of 
adult DC residents consumed fruit at least once 
per day, while 77% consumed vegetables at 
least once per day.  30% of adult DC residents 
did not drink alcohol, while 9% reported heavy 

alcohol consumption.  Non-Hispanic White residents were more likely to be heavy drinkers than 
those of other racial/ethnic group, and non-Hispanic Black residents were most likely to abstain 
from alcohol use.  In 2017, over 50% adult residents were graduates of a college or technical 
college.  However, there were significant racial/ethnic and geographic disparities in educational 
attainment.  Educational attainment was lowest in non-Hispanic Black residents and residents 
of Wards 7 and 8.   
 
 Emerging evidence suggests poor sleep and greater exposure to air pollution may also increase 
risk of cognitive decline and dementia, while the evidence linking social engagement, cognitive 
activities, cognitive training, and hearing loss to dementia risk is currently weak.  Finally, while 
there is strong evidence linking severe head injury (e.g., requiring hospitalization) to increased 
risk of cognitive decline and dementia, there is limited evidence to suggest less severe head 
injury promotes later development of cognitive decline and dementia. 
 

Modifiable risk and protective factors for cognitive 
decline and dementia by strength of evidence 

Moderate to Strong Evidence 

Alcohol Intake Midlife High Cholesterol 

Diabetes Midlife Hypertension 

Depression Midlife Obesity 

Education Physical Activity 

Healthy diet Severe head injury 
 Smoking  

Weak or Emerging Evidence 

Air pollution Sleep 

Cognitive activities Social engagement 

Cognitive training Mild head injury 
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Many identified risk factors for cognitive decline and dementia are common in the DC 
population, providing an opportunity to improve brain health on a wide scale.  Moreover, while 
the COVID-19 pandemic has disrupted many aspects of our lives, we expect many identified risk 
factors to remain highly prevalent in the DC community.   
 
Establishing causal relationships between risk factors and risk of cognitive decline and dementia 
is difficult.  However, even if the relationships between these risk factors and dementia are not 
causal, there are other benefits to public health or medical interventions to reduce risk factor 
burden.  Many risk factors that have been linked to cognitive decline and dementia are also 
established risk factors for other diseases (e.g., cardiovascular disease) and interventions on 
these risk factors would be expected to improve overall health.    

 

 

Objective #3:  Identify challenges and unmet needs of caregivers for persons living with 
dementia in DC 

 
We identified challenges and unmet needs related to resource and service use for caregivers for 
persons living with dementia in two ways:  (i) through focus groups with primary, unpaid 
caregivers of persons living with dementia and (ii) through discussions with representatives of 
organizations that serve caregivers and persons living with dementia.    
 
Primary Caregivers 
Several key themes emerged in our focus groups with primary caregivers: 
 

1. Need for help in navigating, identifying, and applying for resources and services. 
2. Need for reconsideration of service eligibility criteria, including lowering of income 

thresholds, and exclusion of caregiver income from consideration. 
3. Need for increased recognition of unique resource and service needs of persons with 

cognitive impairment across all stages of the disease.   
4. Need for increased access to qualified home health aides to provide regular caregiving 

support and caregiver relief. 
5. Need to address resource-specific challenges and unmet needs, especially around 

education of the community and home health aides about dementia, transportation, 
meal services, specific legal services, and the availability/quality of nursing homes.    

6. Need to address disruption of centrally-provided services due to the COVID-19 
pandemic.   

 
Organizational Stakeholders 
Through our discussions with representatives of organizations that serve caregivers and 
persons living with dementia, we identified the following areas of unmet need related to 
resource and service use: 
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1. Need for increased messaging and awareness of available services. 
2. Need for greater service availability and greater consistency of services across DC. 
3. Need for increased training for those who interact with persons who have dementia, 

including law enforcement, emergency personnel, and home health aides. 
4. Need for community messaging and caregiver education about dementia. 
5. Need for dedicated services to protect the safety and autonomy of persons living with 

dementia. 
 
Common themes  
There was substantial overlap in the challenges and unmet needs identified by caregivers and 
organizational stakeholders.   Both primary caregivers and organizational stakeholders 
recognized that caregivers of persons living with dementia need help in identifying and 
accessing resources and services.  Primary caregivers expressed a preference for help from a 
care navigator (e.g. a case manager, social worker, or case worker) who can understand the 
circumstances and values of the caregiver and care recipient, and act as a guide throughout 
their time as a caregiver.  Concerns about eligibility requirements were highlighted by both 
groups, although primary caregivers were concerned about financial eligibility requirements, 
while organizational stakeholders were concerned that the actions of first responders can 
impact future eligibility for benefits.  Both groups highlighted a clear need for additional 
training of home health aides around dementia and how to best interact with and care for a 
person living with dementia.  Similarly, both groups also suggested a need for increased 
education about dementia in the community.  Finally, both groups highlighted a need for legal 
assistance to help to ensure their care, safety, and finances are managed according to the 
wishes of the person living with dementia.  
 

 
Objective #4:  Develop a guide identifying services and resources available to DC residents 

related to the needs of persons living with dementia and their caregivers 
 
To fulfill Objective #4, we created a stand-alone guide, titled Services and Resources for 
Memory Loss and Dementia Care: A Guide for the District of Columbia.  The guide identifies 
services and resources in DC that are available to persons living with dementia and their 
caregivers.  This guide focuses exclusively on services and resources that are designed for 
individuals with dementia, or are dementia inclusive. 
 
This information was gathered from online searches and phone calls to service providers, 
existing handbooks and guides, and interviews with community partners.  It is important to 
note that this guide was prepared during the initial wave of the COVID-19 pandemic, during 
which service availability was fluid and evolving.  Whenever possible, we confirmed accuracy of 
provided information directly with each resource or service provider.  In situations where it was 
known that these services were operating prior to the onset of the pandemic in early 2020, 
these services were included in the guide for completeness.  However, ongoing service may not 
have been confirmed in all cases.   
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Recommendations 

 
Within this larger context, we make the following recommendations: 
 

1. Efforts to promote brain health should focus on vascular risk factors and associated 
lifestyle factors (physical activity, smoking).   

2. The District should engage in public health messaging in the community to increase 
dementia literacy. 

3. Caregivers for persons living with dementia should have equal ability to access a care 
navigator through the District who can assist with identifying, navigating, and applying 
for resources and services that are appropriate to the circumstances of a caregiver or 
care recipient, independent of income.  

4. Access to qualified home health aides or other services that allow caregiver relief and 
increased social and physical activity for care recipients should be prioritized when 
considering resources and services to provide to caregivers of persons living with 
dementia. 

5. Un-befriended and isolated older adults living with dementia should be supported by an 
independent agency that will advocate for their needs, ensure and facilitate 
guardianship, protect property, prioritize autonomy, and enable trusts to allow for asset 
protection. 

6. The District should develop a certificate or training program for home health aides 
around caring for a person living with dementia and recognize individuals or 
organizations who have undergone this training.  

7. The District should develop a certificate or training program with dementia-specific 
education for first responders.  

8. Persons living with dementia and their caregivers should have greater awareness of and 
access to legal services around establishing wills, living trusts and advance directives, 
and powers of attorney for health and financial matters.   

9. If the COVID-19 pandemic continues to disrupt routines and access to resources and 
services, efforts to help caregivers compensate for lost support, particularly loss of 
access to adult day care programs, should be prioritized. 
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Objectives  
 
In April 2020, DC Health partnered with the GW Institute for Brain Health and Dementia to 
conduct a Brain Health Needs Assessment for the District of Columbia (DC).  The specific 
objectives of this work were to: 
 
1. Estimate the prevalence of dementia in DC 
2. Estimate the prevalence of modifiable risk factors for cognitive decline and dementia in DC  
3. Identify challenges and unmet needs of caregivers for persons living with dementia in DC 
4. Develop a guide identifying assets and resources available to DC residents related to the 

needs of persons living with dementia and their caregivers 
 
We begin this report with an introduction, providing background information on dementia and 
highlighting the motivation behind each objective.  Next, we present the findings for Objectives 
#1 to #3 along with brief descriptions of the methodology, and strengths and limitations of our 
approach.  To fulfill Objective #4, we created a stand-alone guide, titled Services and Resources 
for Memory Loss and Dementia Care: A Guide for the District of Columbia and submitted to DC 
Health along with this report.  While we provide a brief description of the guide here, we refer 
the reader to that document.  We close with recommendations and suggestions for future 
research.   
 
Please note that this work was conducted from April 2020 through September 2020, during the 
initial wave of the COVID-19 pandemic.  Dementia statistics and risk factor burden reflect status 
prior to the onset of the pandemic.  Whether prevalence of dementia or associated risk factors 
in DC will remain similar after the pandemic is unknown.  Similarly, caregiver needs changed in 
the face of the pandemic, and many resources and services were unavailable or available only 
in alternate forms.  How the pandemic influences caregiver needs and the needs of persons 
living with dementia, as well as the availability of resources, continues to evolve.  
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What Is Dementia? 
 
Dementia is not a normal part of aging - it is caused by changes to the brain.  Scientists have 
identified many different types of brain changes that lead to cognitive impairment.1-3  As such, 
dementia is a term that encompasses many different types of cognitive impairment.  The most 
ŎƻƳƳƻƴ ŦƻǊƳ ƻŦ ŘŜƳŜƴǘƛŀ ƛǎ !ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜ ŘŜƳŜƴǘƛŀΦ  IƻǿŜǾŜǊΣ ǘƘŜǊŜ ŀǊŜ Ƴŀƴȅ ƻǘƘŜǊ 
types of dementia, including vascular dementia, Lewy body dementia, frontotemporal 
dementia (FTD), alcohol-related dementia, and dementia that results from a traumatic brain 
injury.  There are even some rare, reversible forms of dementia (e.g. due to vitamin deficiency).   
IƻǿŜǾŜǊΣ Ƴƻǎǘ ŘŜƳŜƴǘƛŀ ƛƴ ƻƭŘŜǊ ŀŘǳƭǘǎ ƛǎ !ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜ ŘŜƳŜƴǘƛŀΣ ǾŀǎŎǳƭŀǊ ŘŜƳŜƴǘƛŀΣ ƻǊ 
a combination of the two.4   Dementia is typically diagnosed based on clinical symptoms.  
Persons with dementia have difficulties with memory, attention, language, planning, or 
execution of complex tasks.  To be diagnosed with dementia, these difficulties must be severe 
enough to interfere with activities of daily life.5    
 

Motivation for the Objectives of this Report 
 
Dementia is common in older adults.  Information on the prevalence of dementia is crucial to 
public health planning and resource allocation.  In Objective #1 we estimate the prevalence of 
dementia in DC, with the goal of providing information on how many DC residents have 
dementia, as well as groups and areas of DC with the greatest burden of dementia.  
 
Unfortunately, there is no cure for the most common forms of dementia.  However, scientists 
have identified many potential, modifiable risk factors for cognitive decline and dementia.  
Therefore, it may be possible to slow cognitive decline and to prevent or delay dementia 
through risk factor reduction.  In Objective #2, we reviewed scientific evidence to identify 
potential, modifiable risk factors for dementia.  The population-level benefits of risk factor 
modification rely on the prevalence of the risk factor and the extent to which it impacts 
dementia risk.  Therefore, we also provide an assessment of risk factor prevalence in DC. 
 
While efforts to promote brain health are clearly needed, changes to the brain that lead to 
dementia often begin years before the onset of symptoms.6  Therefore, they are unlikely to 
substantially reduce the number of people living with dementia in DC in the near term.  Most 
people living with dementia are supported by family caregivers.  Although there are many 
services and resources to support caregivers and care recipients, caregiving for a person living 
with dementia can be challenging. In Objective #3, we provide information on challenges and 
unmet needs of DC caregivers for persons living with dementia around resource and service 
use. This information was obtained through discussions with primary caregivers and 
representatives of organizations providing services to persons living with dementia.  Finally, in 
Objective #4, we developed a stand-alone resource guide that can be used to connect 
caregivers and persons living with dŜƳŜƴǘƛŀ ǘƻ ǘƘŜ 5ƛǎǘǊƛŎǘΩǎ Ƴŀƴȅ ŀǾŀƛƭŀōƭŜ ǎŜǊǾƛŎŜǎ ŀƴŘ 
resources.   
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Objective #1:  Estimate the prevalence of dementia in DC 
 
Background and approach 
 
Estimating the prevalence of dementia in DC is challenging.  We currently lack a national or 
local surveillance system for dementia, and there are no representative studies in DC with 
research-based dementia ascertainment.  While it is possible to obtain estimates of dementia 
based on Medicare claims data, such statistics are not an accurate reflection of the prevalence 
of dementia in the community.7,8  Most importantly, late or missed dementia diagnosis is 
common,9 and claims data are often unavailable for persons who are enrolled in Medicare 
Advantage plans.  Moreover, how well the presence or absence of a Medicare claim reflects the 
presence or absence of dementia varies by patient characteristics, including age and race.10 This 
makes it less useful when interested in identifying geographic areas or subpopulations with a 
greater dementia burden.  Current studies that provide estimates of the prevalence of 
dementia do so for the U.S. population rather than individual states or smaller geographic 
units.11-13  Population demographics such as age, sex, and race vary widely by place and are 
themselves risk factors for dementia. Therefore, estimates for the entire country may not be 
applicable to smaller geographic areas and cannot provide insight into local variation in 
dementia prevalence.  
 
To overcome these limitations, we used a risk-assessment approach to estimate the prevalence 
of dementia in Washington, DC.  This approach uses a logical, scientific process to generate 
actionable information based on available, if imperfect, information, and is commonly used in 
other disciplines (e.g. risk assessment to understand potential impact of an environmental 
hazard).14  Here we reviewed the published literature and cohort websites for reports of 
dementia prevalence, stratified by age, sex, and/or race-ethnicity.  We then selected a subset of 
these reports, based on availability of risk estimates stratified by demographic characteristics, 
racial/ethnic diversity of the sample, and calendar period for the reported prevalence estimates 
to develop age-, sex-, and race/ethnicity specific dementia prevalence estimates.  Finally, to 
create estimates for dementia prevalence in adults over age 65 in DC, we combined these age-, 
sex-, and race/ethnicity-specific dementia prevalence estimates with data from the 2018, 5-
year American Communities Survey (ACS)15 on the number of DC residents over age 65 in each 
age-, sex-, race/ethnicity category.  This process was repeated to generate dementia prevalence 
estimates among persons over age 65 by demographic characteristics and by DC ward, as well 
as by key demographic subgroups within each ward.  We validated this approach against 
existing estimates of dementia prevalence at the national level.  Additional details of the 
methodology are presented in Appendix A. 
 
Findings 
 
We estimate the overall prevalence of dementia among adults 65 and older in Washington, DC 
to be 13.0% (Table 1).  The prevalence of dementia increases with age, and women are more 
likely to have dementia than men.  Persons who self-identify as non-Hispanic Black or Hispanic 
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within the U.S. Census race/ethnicity categories also have higher prevalence of dementia than 
those who identify as non-Hispanic White or Asian.   
 
The prevalence of dementia among those above age 65 varies by DC ward (Table 1).  Across the 
eight DC wards, the prevalence of dementia among persons over age 65 is lowest for Ward 2 
(8.8%) and Ward 3 (9.1%), and highest for Ward 4 (16.0%), Ward 5 (16.8 %), and Ward 7 
(15.0%).   
 

 
 
 
Table 1. Estimated dementia prevalence among persons age 65 and older in Washington, DC, based on ACS 2018, 
5-year demographic data for DC 

  DC Ward 1 Ward 2 Ward 3 Ward 4 Ward 5 Ward 6 Ward 7 Ward 8 

Overall 13.0% 12.1% 8.8% 9.1% 16.0% 16.8% 12.1% 15.0% 12.3% 

Male 10.9% 9.1% 8.2% 8.7% 13.0% 14.3% 10.1% 12.3% 10.7% 

Female 14.4% 14.3% 9.4% 9.4% 17.9% 18.2% 13.6% 16.7% 13.4% 

Age 65-74 4.6% 4.6% 3.4% 3.0% 5.1% 5.4% 4.5% 5.7% 5.6% 

Age 75-84 16.5% 17.1% 12.5% 11.4% 18.0% 18.8% 16.5% 19.3% 19.6% 

Age 85+ 41.3% 43.3% 33.7% 34.3% 42.3% 43.4% 42.2% 45.1% 44.1% 

Non-Hispanic White 8.5% 6.0% 7.9% 8.5% 11.1% 11.3% 7.2% 11.4% 7.7% 

Non-Hispanic Black 16.1% 16.4% 12.7% 15.0% 18.2% 17.6% 15.8% 15.3% 12.7% 

Hispanic 11.5% 11.2% 10.2% 14.3% 10.1% 16.4% 8.9% 12.9% 9.1% 

Asian 6.8% 4.8% 8.7% 7.8% 6.3% 8.1% 3.5% 3.9% 0.0% 
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In absolute terms, we estimate over 10,000 persons living in DC had dementia in 2018.  
Generally, DC wards with higher estimated dementia prevalence also have higher estimated 
numbers of persons living with dementia. 
 
Table 2. Estimated numbers of persons over age 65 with dementia in Washington, DC, based on ACS 2018, 5-year 
demographic data for DC 

  DC Ward 1 Ward 2 Ward 3 Ward 4 Ward 5 Ward 6 Ward 7 Ward 8 

Overall 10,603 753 687 1,301 2,124 2,061 1,188 1,547 971 

 
For context, we present demographic characteristics of persons age 65 or older in DC overall 
and by ward in Table 3 to serve as a reference for interpreting fluctuations in dementia 
prevalence and counts across DC wards in Table 1 and Table 2.  DC wards with the highest 
dementia prevalence are also those with the greatest representation of older, black residents. 
 
Table 3. Demographics of Washington, DC residents age 65 and older, based on ACS 2018, 5-year demographic 
data for DC 

Demographics DC Ward 1 Ward 2 Ward 3 Ward 4 Ward 5 Ward 6 Ward 7 Ward 8 

N 81,712 6,203 7,755 14,297 13,201 12,281 9,815 10,330 7,830 

Male 40.8% 42.3% 49.9% 40.9% 39.7% 36.8% 42.4% 39.1% 39.6% 

Female 59.2% 57.7% 50.1% 59.1% 60.3% 63.2% 57.6% 60.9% 60.4% 

Age 65-74 57.4% 64% 61.6% 57.8% 51.5% 49.8% 59.1% 58.4% 65.9% 

Age 75-84 29.2% 24.5% 29.2% 31.1% 29.4% 31.3% 30.3% 27.6% 26.4% 

Age 85+ 13.4% 11.5% 9.3% 11.2% 19% 18.9% 10.6% 14% 7.7% 

Non-Hispanic White 34% 28.2% 72.3% 84.7% 20.2% 10.8% 37.7% 2.8% 4.2% 

Non-Hispanic Black 57.9% 52% 14.7% 5.1% 71.2% 84.2% 56.7% 93.5% 92.5% 

Hispanic 5.1% 14.4% 6.8% 4.7% 7.2% 2.4% 2.9% 2.6% 3.1% 

Asian 2.4% 3.7% 6.2% 4% 1.9% 1.4% 1.7% 0.5% 0.2% 

 
As there have been no substantial advances in treatment or prevention of dementia, it is 
reasonable to assume the prevalence of dementia in DC was similar in 2019.   However, our 
estimates of dementia prevalence may not be a reasonable estimate of dementia prevalence in 
DC during or after the COVID-19 pandemic, which began in early 2020.  Given COVID-19 is more 
likely to kill older adults, adults with chronic conditions, and adults of color,16-20 the data upon 
which these estimates are based may no longer accurately represent variations in dementia 
prevalence by age, sex, and race/ethnicity groups or the current demographics of DC or its 
wards.   
 
We used the best available data to inform our estimates, but recognize the limitations of this 
available data (see Appendix A). A large-scale surveillance study may be warranted if greater 
confidence in DC-specific estimates of dementia prevalence is desirable.  
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Objective #2:  Estimate the prevalence of modifiable risk 
factors for cognitive decline and dementia in DC 

 
Background  
 
There are no disease-modifying treatments for cognitive decline and dementia.  Therefore, 
efforts to promote brain health must rely on changing risk factor profiles.  Scientists have 
identified numerous potential risk factors for dementia or cognitive decline, many of which are 
modifiable.  However, the strength of evidence supporting the claim that a certain behavior, 
medical condition, or lifestyle factor increases or decreases risk of dementia varies.  Whether 
efforts to improve brain health through risk factor reduction will be effective at reducing the 
prevalence of dementia in a community will depend on both how common these risk factors 
are, as well as the extent to which they increase or decrease risk of dementia.  In this report, 
our goal was to identify risk and protective factors for cognitive decline and dementia and to 
quantify their prevalence in the DC population.   

Approach 

We used data from several sources to identify modifiable risk factors for dementia and assess 
the strength of evidence linking them to cognitive decline and dementia.  We searched for and 
reviewed reports obtained from PubMed, the Cochrane Library, the Agency for Healthcare 
Research and Quality (AHRQ) database, and the AlzRisk database (alzrisk.org).  We also 
consulted the websites of the US Centers for Disease Control (CDC), National Institutes of 
Health (NIH), National Institute on Aging (NIA), and the World Health Organization (WHO) to 
identify evidence-based summaries and trusted public health messaging around risk factors for 
dementia.  We also reviewed public health messaging and reports from expert panels convened 
by advocacy groups.  We then considered the strength of the evidence, based on the availability 
of evidence from randomized controlled trials, systematic reviews, and original studies, as well 
as the consensus among scientists reflected in governmental reports or public health messaging 
(e.g. NIH, CDC, AHRQ, WHO).  As such, this is not a comprehensive evaluation of all risk factors 
examined in relation to cognitive decline and dementia.  Instead, we focus on risk factors with 
substantial evidence linking them to cognitive decline and dementia, as well as risk factors that 
have been previously highlighted in public health messaging. 
 
To estimate the prevalence of modifiable risk factors for cognitive decline and dementia in 
Washington, DC, we used data for DC from the 2017 Behavioral Risk Factor Surveillance System 
(BRFSS) survey.21  BRFSS data is collected in all 50 states through telephone surveys among 
individuals ages 18 and older.  All estimates use the provided BRFSS weights, which allow 
calculation of DC-representative prevalence estimates.  Additional details of our approach can 
be found in Appendix B. 
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Findings 
 
Overview of Risk Factors for Cognitive Decline and Dementia 
 
Both non-modifiable and modifiable risk factors contribute to dementia risk.  Established non-
modifiable risk factors for dementia include increased age and possession of specific genetic 
profiles, such as the APOE e4 allele ǿƘƛŎƘ ƛǎ ŀǎǎƻŎƛŀǘŜŘ ǿƛǘƘ !ƭȊƘŜƛƳŜǊΩǎ disease dementia.22-31  
However, it should be noted that dementia is not inevitable for persons with the APOE e4 allele 
or with increasing age.  While these risk factors are non-modifiable and are associated with 
greater risk of dementia, individuals with these risk factors will not necessarily develop 
dementia.   

 
Sex/gender and race/ethnicity are also considered to be non-modifiable risk factors for 
cognitive decline and dementia. More women develop dementia than men.32  Potential 
explanations for the disparity in dementia prevalence between genders include longer life 
expectancy of women and sex-specific hereditary factors.32,33  Compared to whites, 
Blacks/African Americans are about twice as likely to develop dementia, while the relative risk 
of dementia across Hispanic/Latinx and non-Hispanic white populations varies by location and 
heritage.34-40   However, it should be noted that an increased risk associated with minority 
racial/ethnic status often reflects, at least in part, a higher burden of modifiable risk factors in 
these groups.41   
 
Most modifiable risk factors for dementia can be classified as vascular risk factors, psychosocial 
factors, or lifestyle factors.  Overall, there is moderate to strong evidence to suggest that 
vascular risk factors (diabetes, midlife hypertension, midlife high cholesterol, midlife obesity) 

and associated lifestyle risk factors (smoking, 
and physical activity) contribute to increased 
risk of cognitive decline and dementia (Table 4).  
Other modifiable risk and protective factors 
supported by moderate evidence include 
healthy diet, alcohol intake, education, and 
depression.  Emerging evidence suggests poor 
sleep and exposure to air pollution may also 
increase risk of cognitive decline and dementia, 
while the evidence linking social engagement, 
cognitive activities, cognitive training, and 
hearing loss to risk of dementia is weak.  Finally, 
while there is strong evidence linking severe 

head injury to increased risk of cognitive decline and dementia, there is limited evidence to 
suggest less severe head injury promotes later development of cognitive decline and dementia. 
 
Below we discuss each identified risk factor, grouped into four broad categories -- vascular, 
lifestyle, psychosocial, and other.  Where possible, we also provide estimates of the prevalence 

Table 4.  Modifiable risk and protective factors for 
cognitive decline and dementia by strength of 

evidence 

Moderate to Strong Evidence 

Alcohol Intake Midlife High Cholesterol 

Diabetes Midlife Hypertension 

Depression Midlife Obesity 

Education Physical Activity 
Healthy diet Severe head injury 

 Smoking  

Weak or Emerging Evidence 

Air pollution Sleep 

Cognitive activities Social engagement 

Cognitive training Mild head injury 
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of each risk factor in DC, overall and by sex, race/ethnicity, and DC ward.  Tables summarizing 
the estimated prevalence of modifiable risk factors in DC residents are available in Appendix C, 
and larger versions of figures provided below are available in Appendix D.   

Vascular Risk Factors 
 
Diabetes. NIA recognizes Type II diabetes as a potential, modifiable risk factor for dementia.42 
Type II diabetes may lead to injury of brain vasculature and neurodegenerative changes which 
in turn may increase the risk of cognitive decline and dementia.43  However, there is no strong 
evidence suggesting that control of Type II diabetes prevents or delays the onset of cognitive 
impairment.44  This suggests that preventing the onset of diabetes may have a bigger impact on 
reducing dementia risk than managing the condition once it occurs.  Diabetes is also an 
established risk factor for stroke, which can lead to vascular cognitive impairment and 
dementia.45-47 
 
The prevalence of physician-diagnosed diabetes in adult residents of DC in 2017 was 7%.  The 
prevalence of diabetes was highest in non-Hispanic Black residents and in Wards 1, 5, 7, and 8.  
As people with diabetes may be unaware of their status, the prevalence of diagnosed and 
undiagnosed diabetes is likely higher. 
 

 

Hypertension. The CDC, NIA, WHO and a council of experts convened by the American 
Association of Retired Persons (AARP) recognize high blood pressure as a risk factor for 
cognitive impairment and dementia.48   The association between high blood pressure and late-
life cognition appears to be age-dependent.49,50  Systematic reviews of randomized controlled 
trials (RCTs), observational studies, and meta-analyses suggest that mid-life hypertension (i.e. 
between the ages of 45 and 65) may be associated with an increased risk of developing 
cognitive decline and dementia.49,51-55  To the contrary, hypertension in late life (i.e. after age 
65) has been associated with decreased risk of dementia.49,56  Hypertension is also an 
established risk factor for stroke, which can lead to vascular cognitive impairment and 
dementia.45-47 
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Until recently, there was limited evidence to support the use of antihypertensive treatments to 
prevent cognitive decline and dementia despite several RCTs of blood pressure management 
examining dementia as a secondary outcome.57,54 However, the recent SPRINT-MIND trial found 
that managing hypertension may reduce risk of late-life cognitive impairment.58  SPRINT-MIND 
randomized participants with hypertension to a systolic blood pressure goal of either less than 
120 mmHg (intensive treatment group) or less than 140 mmHg (standard treatment group). 
Persons in the intensive treatment group had a significantly reduced risk of cognitive 
impairment (i.e., mild cognitive impairment or dementia), although the reduction in risk of 
dementia was not significant.  
 
In 2017, the prevalence of diagnosed hypertension in all adult residents of DC was 26%.  
However, the prevalence of diagnosed hypertension among DC residents ages 45-65 (i.e., in 
midlife) was 39%.   Similarly, the proportion of adults between ages 45 and 65 with diagnosed 
hypertension was higher in Wards 5, 6, 7, and 8 compared to Wards 1, 2, 3 and 4.  Of all 
racial/ethnic groups, non-Hispanic Black residents were most likely to have a diagnosis of 
hypertension in midlife. These numbers reflect only people who have been diagnosed by a 
physician and are aware of this diagnosis.  As not everyone with hypertension will be aware 
that they have hypertension, the true prevalence of hypertension is likely higher. 
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High Cholesterol.  The CDC, NIH, and WHO recommend maintaining healthy cholesterol levels 
to potentially reduce the risk of developing dementia.42,59,60  However, as with hypertension, 
the association between cholesterol levels and late-life cognition appears to be age-dependent.  
While high cholesterol in mid-life is associated with increased risk of dementia, high cholesterol 
in late-life is not consistently associated with increased risk.61  It is also possible that preclinical 
dementia leads to declining cholesterol levels in late life.62,63  High cholesterol in older adults is 
also associated with longevity and may be an indicator of better health status.64  Finally, high 
cholesterol is also an established risk factor for stroke, which can lead to vascular cognitive 
impairment and dementia.45-47 
 
Medications ς most commonly statins ς are commonly prescribed to lower high cholesterol.  A 
recent Cochrane Review of double-blind randomized placebo-controlled trials concluded that 
statins given to older individuals do not prevent cognitive decline or dementia over a 3 to 5 year 
period.65  However, it remains possible that use of statins or other lipid-lowering therapies may 
reduce risk of cognitive decline and dementia if used to treat high cholesterol in midlife.66   
 
The prevalence of diagnosed high cholesterol was 23% in all adult residents of DC in 2017.  
However, 32% of DC residents ages 45-65 reported diagnosed high cholesterol, of whom just 
over half were taking medication to lower their cholesterol.  The proportion of persons with 
high cholesterol in midlife did not vary substantially by DC ward.  These numbers reflect only 
people who have been diagnosed by a physician and are aware of this diagnosis.  As not 
everyone with high cholesterol will be aware that they have high cholesterol, the true 
prevalence of high cholesterol (regardless of diagnosis or awareness) is likely higher. 
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Obesity. NIH recognizes a growing interest in the potential link between obesity and increased 
risk of dementia.42  Consistent observational evidence suggests that obesity and weight gain in 
midlife increases risk of dementia and cognitive decline.51,53,67-69  This association may be 
explained by increases in central adiposity, which is associated with white matter changes, 
disturbances of blood-brain barrier integrity, brain atrophy, inflammation, hormonal changes, 
and co-morbidities associated with obesity.70,71   Conversely, being underweight or having 
substantial weight loss in late life is associated with increased risk of dementia.69,72  However, 
while weight loss or being underweight in late life may directly contribute to dementia risk, it is 
also possible that it is a sign of preclinical dementia.73  Obesity is also an established risk factor 
for stroke, which can lead to vascular cognitive impairment and dementia. 45-47 
 
In 2017, 54% of the adult DC population and 68% of the non-Hispanic Black DC adult population 
was overweight or obese.  After restricting to adults in midlife (ages 45-65), 64% of DC residents 
and 75% of non-Hispanic Black DC residents were overweight or obese. 
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Stroke.  NIH and a council of experts convened by the AARP acknowledge that stroke may 
increase the risk of developing dementia.48,74  It is well established that stroke may directly lead 
to cognitive impairment and dementia.46  However, it is uncertain whether stroke is a risk factor 
for developing other types of dementia that are not a direct result of the stroke, including 
!ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜ ŘŜƳŜƴǘƛŀ ƻǊ [Ŝǿȅ .ƻŘȅ ŘŜƳŜƴǘƛŀΦ  The American Stroke Association 
recognizes that key risk factors for stroke are also risk factors for dementia.75  Therefore, past 
stroke may be an independent risk factor for future dementia, or it may be associated with 
increased risk of dementia  due to shared risk factors.    
 
Please note that although we discuss it here, we omit stroke from our list of modifiable risk 
factors.  Stroke prevention and management largely focuses on vascular risk factor prevention 
or management as well as non-elective surgical procedures.  As such, we do not present it as a 
distinct, modifiable risk factor. 
 
Among adult DC residents, 3% were stroke survivors in 2017.  Non-Hispanic Black residents are 
more likely to be stroke survivors than Hispanic or non-Hispanic white residents.  Wards 7 and 8 
have the highest prevalence of stroke survivors. 
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Heart Disease.  The NIH recognizes that heart disease may be a risk factor for dementia.74 
However, analogous to stroke, there is considerable overlap between the risk factors for heart 
disease and dementia.75  As with stroke, we omit heart disease from our list of modifiable risk 
factors.  Heart disease prevention and management largely focuses on vascular risk factor 
prevention and management, or non-elective surgical procedures.  As such we do not present it 
as a distinct, modifiable risk factor. 
 
Heart disease most commonly refers to coronary artery disease, but also includes other heart 
conditions.76,77  A person may not know they have heart disease until they experience a heart 
attack, heart failure, or arrhythmia, which produce noticeable symptoms.  Among adult DC 
residents surveyed in 2017, 3% reported prior heart attack, while 2% reported physician-
diagnosed angina (chest pain) or coronary heart disease. 
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Lifestyle Factors 
 
Smoking.  The CDC and NIH recognize smoking as a potential, modifiable risk factor for 
cognitive decline and dementia.42,59  Smoking-related cerebral oxidative stress and increased 
risk of comorbidities may explain the association between smoking and increased risk of 
dementia.78  Smoking is also an established risk factor for stroke, which can lead to vascular 
cognitive impairment and dementia.45-47 
 
Overall, 14% of DC residents in 2017 were current smokers.  Men, non-Hispanic Black DC 
residents, and residents of Wards 7 and 8 were more likely to be current smokers than women, 
persons of other race/ethnicity, or residents of other DC Wards. 
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Physical Activity.  The NIH, WHO, and a council of experts convened by the AARP recommend 
physical activity for healthy older adults to potentially improve cognitive function and reduce 
the risk of developing dementia.42,60,48  Observational studies generally suggest a link between 
physical activity and dementia.79  However, a recent review of randomized trials concluded that 
aerobic physical activity did not lead to cognitive benefits for persons without known cognitive 
impairment.80  It may be that the type of physical activity and/or the length of the intervention 
period matters.57  Mechanisms underlying the association between more physical activity and 
better cognitive performance may include improved cardiac and immune function, changes to 
neuronal function, up-regulation of brain-derived neurotrophic factor (BDNF), and reduction in 
obesity, vascular risk factors, and comorbidities. 81-83  Lack of physical activity is also an 
established risk factor for stroke, which can lead to vascular cognitive impairment and 
dementia. 45-47  Physical activity is also important for controlling other vascular risk factors.84 
 
In 2017, 23% of DC residents reported no leisure time physical activity or exercise in the last 
month, while 49% reported meeting the physical activity guidelines for at least 150 minutes of 
aerobic physical activity per week.  Non-Hispanic Black and Hispanic residents were least likely 
to meet the physical activity guidelines and most likely to be inactive.  Residents of Wards 2 and 
3 were most likely to be physically active, while residents of Wards 5, 7, and 8 were the least 
likely to be physically active. 
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Healthy Diet.  The NIH and WHO recommend that older adults eat a healthy diet to stay healthy 
as they age, and recognize that this may also reduce the risk of developing cognitive 
impairment or dementia.42,60  The Mediterranean diet is the most studied diet in relation to 
brain health.  It is characterized by high intake of fruits, vegetables, whole grains, and healthy 
fats; moderate intake of protein from fish, eggs, beans, and poultry; low intake of dairy or red 
meat; and moderate alcohol consumption, typically wine.  Systematic reviews of observational 
studies have concluded that greater adherence to a Mediterranean diet is associated with 
ǎƭƻǿŜǊ ǊŀǘŜǎ ƻŦ ŎƻƎƴƛǘƛǾŜ ŘŜŎƭƛƴŜ ŀƴŘ ŘŜŎǊŜŀǎŜŘ Ǌƛǎƪ ƻŦ !ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜ, despite differences 
in findings across individual studies.85,86  Findings from a recent clinical trial support this 
conclusion, showing that the participants randomized to a Mediterranean diet supplemented 
with extra virgin olive oil or nuts had improved cognitive function compared to participants on a 
control diet (advised to reduce fat).87  The most common explanation for this association is that 
adherence to a Mediterranean diet is associated with a lower risk of vascular risk factors and 
associated comorbidities,88 although other mechanisms, including decreased oxidative stress, 
are also plausible.89  There is less consensus on the benefits or harms of other diets or the 
ōŜƴŜŦƛǘǎ ŀƴŘ ƘŀǊƳǎ ƻŦ ǎǇŜŎƛŦƛŎ ŦƻƻŘǎ ƻǊ ƴǳǘǊƛŜƴǘǎΦ  aƻǎǘ ƻōǎŜǊǾŀǘƛƻƴŀƭ ǎǘǳŘƛŜǎ ǎǳƎƎŜǎǘ άƘŜŀƭǘƘȅέ 
diets (i.e. diets generally high in fruits and vegetables, and low in meat or dairy) to be 
ŀǎǎƻŎƛŀǘŜŘ ǿƛǘƘ ǊŜŘǳŎŜŘ Ǌƛǎƪ ƻŦ !ƭȊƘŜƛƳŜǊΩǎ ŘƛǎŜŀǎŜ ŘŜƳŜƴǘƛŀΦ90  However, there are few 
randomized trials of dietary interventions for cognitive benefit, which experts agree are needed 
to confirm the observational evidence and establish diet as having a clinically meaningful and 
causal impact on cognitive decline and dementia risk.91,92  
 
There is limited evidence to suggest that vitamins and supplements reduce the risk of 
dementia. There are observational studies to suggest that omega-3 fatty acids, soy, ginkgo 
biloba, folic acid alone or with other B vitamins, beta-carotene, vitamin C, vitamin D plus 
calcium, and multivitamins or multi-ingredient supplements may protect against cognitive 
decline and dementia. 93,94  However, RCTs have found little to no benefit of vitamins and 
supplements containing these micronutrients in reducing the risk of cognitive decline, mild 
cognitive impairment (MCI)Σ ƻǊ !ƭȊƘŜƛƳŜǊΩǎ disease dementia.93,94   One common critique of 

0

25

50

75

100

Overall Male Female White Black Hispanic Other Race

Overall, by Gender, and by Race

P
re

v
a
le

n
c
e
 (

%
)

Adult DC Residents Who Met Aerobic 
 Recommendations for Physical Activity 

 Overall, by Gender, and by Race

Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data

0

25

50

75

100

Overall 1 2 3 4 5 6 7 8

Overall and by Individual Ward

P
re

v
a
le

n
c
e
 (

%
)

Adult DC Residents Who Met Aerobic 
 Recommendations for Physical Activity 

 Overall and by Ward

Data Source: Behavioral Risk Factor Surveillance System (BRFSS) 2017 Weighted Data



District of Columbia: 2020 Brain Health Needs Assessment 
 

 

___________________________________________________________________________ 
Prepared by the GW Institute for Brain Health and Dementia 

25 

these trials is the short length of follow-up.94  Whether longer-term use of vitamins and 
supplements is beneficial remains unclear. 
 
Measures of diet in the 2017 BRFSS data were limited.  62% of adult DC residents consumed 
fruit at least once per day, while 77% consumed vegetables at least once per day.  Non-Hispanic 
white DC residents were most likely to consume fruit or vegetables at least once per day, while 
non-Hispanic black DC residents were least likely.  The proportion of persons with regular fruit 
consumption was highest in Wards 1 and 3, and lowest in Wards 7 and 8.  The proportion of 
persons with regular vegetable consumption was lowest in Wards 7 and 8.  
 

  
 

 
 
 
Alcohol Intake. The, WHO and a council of experts convened by AARP suggest that avoiding 
excessive alcohol use may reduce the risk of developing ADRD.60,48 Observational studies 
suggest that heavy use may increase risk, while light to moderate use may decrease risk.95-98  As 
this pattern mirrors that observed for cardiovascular disease, alcohol use may influence 
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dementia risk through effects on cardiovascular disease or associated risk factors.99  
Nevertheless, older adults should not increase their consumption of alcohol to lower the risk of 
developing dementia, as the line between moderate and heavy alcohol use is unclear.  As with 
stroke, long-term, excessive use of alcohol is an established cause of cognitive impairment and 
dementia, though alcohol-related dementia is relatively rare.100 
 
In 2017, 30% of adult DC residents reported that they do not consume alcohol, and 9% were 
heavy drinkers, defined as adult men who have more than 14 drinks per week and adult women 
who have more than 7 drinks per week.  Non-Hispanic White residents were less likely to 
abstain from alcohol and more likely to be heavy drinkers than those of other racial/ethnic 
groups.  Non-Hispanic Black residents were most likely to abstain.  Residents of Wards 1, 2 and 
3 were most likely to be heavy drinkers. 
 

 
 
 
Sleep.  A council of experts convened by AARP to share the best advice on maintaining and 
improving brain health for older adults suggested that poor sleep quality and insufficient 
quantity, as well as sleep disorders, including sleep apnea, can lead to memory and thinking 
issues.48  However, the body of evidence supporting this conclusion is relatively small, and 
further work is necessary.101,102   
 
In 2017, 54% of adult DC residents reported 7-9 hours of sleep per night.  However, 28% 
reported less than 7 hours.  Of all racial/ethnic groups, Non-Hispanic Black participants were 
most likely to sleep for less than 7 hours per night. 
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Psychosocial Factors 
 
Education.  There is considerable evidence suggesting an association between low educational 
attainment and worse late life cognition or increased risk of dementia.51,103-106  Although 
education may impact risk of dementia through impact on the likelihood of having other risk 
factors (e.g. hypertension), it appears more likely that it reduces risk of cognitive decline or 
dementia by increasing cognitive reserve.107-109  Specifically, cognitive reserve allows individuals 
to use compensatory approaches or strategies to perform cognitive tasks and avoid cognitive 
disability despite dementia-related changes to the brain.107,110 
 
The DC population is highly educated.  In 2017, over 50% adult residents were graduates of a 
college or technical college.  However, there were significant racial/ethnic and geographic 
disparities in educational attainment.  While 84% of non-Hispanic White residents have 
graduated from a school of higher education, this is true for only 23% of non-Hispanic Black and 
41% of Hispanic residents.  Similarly, over 70% of DC residents in Wards 1, 2 and 3 have 
graduated from college or technical college, compared to 23% of residents in Ward 7 and 16% 
of residents in Ward 8. 
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Social Engagement. NIH recommends social engagement for older adults as a part of a healthy 
lifestyle, and recognizes that spending time with family or friends may reduce the risk of 
cognitive impairment and dementia.42  Older adults with socially integrated lifestyles appear to 
have a lower risk of cognitive decline and dementia.111-115   However, whether this reduced risk 
is a cause or an effect of social engagement remains unclear.  As persons experience greater 
cognitive impairment, they may also reduce their scope of activities.116-118  
 
Data on social engagement in DC is limited.  However, spouses or other partners often provide 
substantial social support.  In DC in 2017, 30% of residents were married, and 7% classified 
themselves as part of an unmarried couple.  Non-Hispanic White residents are most likely to be 
in a committed partnership, while non-Hispanic Black residents are least likely to be in a 
committed partnership.  There is significant variation in the proportion of persons in a 
committed partnership by DC Ward, ranging from just over 20% in Wards 7 and 8 to 62% of 
adult residents in Ward 3.  Household size may also be an indirect indicator of social 
engagement.  Overall, 30% of DC residents live alone, and 29% live with 1 other person.  
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Depression.  There is considerable evidence to suggest that persons with a history of depression 
may be more likely to develop dementia.119   However, depression may also be an early 
symptom of brain changes associated with dementia.120,121  
 
In 2017, 14% of DC residents reported having a history of depression.  Women were more likely 
than men to report a history of depression.  Among all racial/ethnic groups, Hispanic individuals 
were least likely to report a history of depression.  
 

 

 
Other Risk Factors 
 
Head Injury.  The CDC recognizes severe head injury as a potential, modifiable risk factor for 
dementia.59  Severe head injury (e.g. requiring hospitalization) can directly lead to cognitive 
impairment immediately after the event, and this cognitive impairment may or may not abate 
over time.  There is also evidence to suggest that severe head injury may increase risk of later 
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cognitive decline and dementia, after the initial recovery period is complete.122-124  To the 
contrary, there is limited evidence linking less severe head injury to later life cognitive decline 
and dementia.  Although early case-control studies suggested those with prior head injury are 
more likely to develop cognitive decline and dementia as they age, longitudinal cohort studies 
generally do not support a link.122,124-131 

Hearing Loss.  The Lancet Commission recognizes hearing loss as a potential, modifiable risk 
factor for dementia.132  While observational evidence linking hearing loss to cognitive decline or 
dementia suggests a link, it is unclear whether this represents an effect of hearing loss on 
cognition or the presence of underlying brain changes that lead to both cognitive decline and 
hearing loss.133-135   Hypothesized mechanisms for a direct effect include challenges with 
communication and interpersonal relationships, which can contribute to social isolation, or 
diversion of brain resources from cognitive activities to auditory perception.136  Several 
randomized trials of hearing interventions for the preservation of cognitive function are 
underway.137 
 
Air Pollution.  The Lancet Commission also recently recognized air pollution as a potentially 
modifiable risk factor for cognitive decline and dementia.132  Multiple observational studies 
have linked exposure to particulate matter and oxides of nitrogen with cognition and dementia, 
although there remains significant heterogeneity of specific findings across studies.138,139  
Hypothesized mechanisms include an promotion of oxidative stress and inflammation or an 
effect of air pollution on vascular health, which in turn impacts brain health.140,141 
 
Cognitive Activities.  As with education, cognitive activities are hypothesized to reduce risk of 
cognitive decline and dementia by increasing cognitive reserve.  Observational studies generally 
report a link between greater participation in cognitive activities (e.g., solitary, cognitively 
engaging activities, like reading, playing games, watching TV, or listening to the radio) and 
reduced risk of cognitive impairment or dementia.141,142  However, as with social engagement, it 
may be that as persons experience greater cognitive symptoms, they may also reduce their 
cognitive activities, even before progressing to the point where they meet criteria for 
dementia.143   
 
Cognitive Training.   As with education and cognitive activities, cognitive training is 
hypothesized to reduce risk of cognitive decline and dementia by increasing cognitive reserve.  
Cognitive training typically consists of guided practice on tasks targeting a specific domain (e.g. 
memory-related tasks).  Randomized trials have demonstrated that persons who received 
cognitive training to improve memory improved in immediate and delayed verbal recall. 144   
However, this effect was also observed in the active control groups, and therefore could not be 
attributed directly to cognitive training.144  Similarly, few trials that demonstrated 
improvements in cognitive test performance in those who receive cognitive training have been 
able to show that this translates into improvement in global cognition or daily function.145  For 
example, the largest trial of cognitive training to date, the Advanced Cognitive Training for 
Independent and Vital Elderly (ACTIVE) trial, showed that cognitive training in a specific 
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cognitive domain improves performance in that domain, but generally has little impact on 
performance in other domains, functional outcomes, or dementia risk.143,146-149  

Causality and Risk Factor Modification 
 
Establishing causal relationships between risk factors and risk of cognitive decline and dementia 
is difficult.  It is often infeasible to conduct randomized controlled trials (RCTs) to establish a 
link between a potential risk factor and cognitive outcomes due to ethical or practical 
considerations.  For example, it would now be unethical to randomize people to 
antihypertensive medication or placebo, as we know that medical management of 
hypertension reduces risk of heart attack, stroke, and mortality.  Similarly, because dementia-
related brain changes may begin decades before clinical symptoms, it is possible that early and 
sustained risk factor modification is necessary to reduce risk of cognitive decline and dementia.  
An RCT with a 10 or 20-year follow-up would be extremely costly and potentially infeasible. 
However, even if we are not certain whether the relationship between these risk factors and 
cognitive decline or dementia is causal, there are benefits to risk factor reduction.  Many of 
these risk factors are also established risk factors for other diseases, particularly cardiovascular 
disease.  Even if they do not directly impact dementia risk, interventions on these risk factors 
would be expected to improve overall health.  
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Objective #3:  Identify challenges and unmet needs of 
caregivers for persons living with dementia in DC 

 

Background and Approach 
 
Caring for a person living with dementia can be challenging.  This type of caregiving also differs 
from caregiving for a person with other conditions, both in terms of the activities involved and 
the impact on caregivers.150,151  Persons living with dementia often require supervision in 
moderate and advanced stages of disease, as it may be unsafe for them to be alone.  Similarly, 
dementia is often accompanied by behavioral symptoms, personality changes, and 
communication difficulties.  
 
Given limited resources, communities, governments, and organizations must make choices on 
how best to support caregivers for persons living with dementia.  In this context, it is critical to 
understand which services and resources caregivers rely upon, challenges with access to 
needed services, and areas of unmet service and resource needs.  Therefore, our goal here was 
to identify challenges and unmet needs related to resource and service use by caregivers of 
persons living with dementia in DC.   
 
To accomplish this goal, we held a series of focus groups with unpaid caregivers of persons 
living with dementia focused on identifying challenges and unmet needs related to resource 
and service use of caregivers of persons living with dementia in DC.  We recruited participants 
with the help of community partners.  Eligibility criteria for focus group participation required 
participants to be: 1) a self-reported, unpaid primary caregiver for an older adult with 
dementia, 2) 18 to 85 years of age, 3) a resident of Washington, DC, and 4) able to provide 
meaningful dialogue for a focus group. We conducted a series of 5 moderated, 90-minute focus 
groups, enrolling a total of 24 participants (our pre-specified target enrollment).  Prior to focus 
group participation, study staff completed intake forms to record information on participant 
characteristics.  Due to the COVID-19 pandemic, focus groups were held virtually via video 
conference.  The focus groups were recorded, transcribed, and systematically coded and 
analyzed. This study was approved by the George Washington University (GW) Institutional 
Review Board.  Further methodological details on recruitment, focus groups, and data analysis 
are available in Appendix E.   
 
In response to the goals of this project, we focused on the broad types of challenges and unmet 
needs around service and resource use experienced by DC caregivers. Thus, in-depth 
understanding of the various challenges identified, as well as other areas of unmet caregiver 
need, remain to be explored.  
 
Additionally, many organizational stakeholders also commented on areas of unmet need during 
conversations held to support creation of the guide identifying resources and services available 
to DC residents living with dementia for Objective #4.  Although not a systematic investigation,  
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we summarize these comments as well.  
As these two groups ς unpaid primary 
caregivers and organizational 
stakeholders ς represent very different 
perspectives, we present findings and 
implications of each activity separately, 
and conclude with a discussion of 
common themes.   
 
Challenges and Unmet Needs Identified 
by Primary Caregivers of Persons with 
Dementia 
 
Participant Characteristics  
 
A total of 24 participants were recruited 
across five focus groups.  Compared to 
the general DC population, our sample 
was more likely to be female, older, and 
Black/African American (Table 5).  All 
participants had at least a high school 
degree.  Despite the age profile of the 
participants, approximately two thirds 
were caring for a parent and only one 
fifth were caring for a spouse.  Half of 
the participants reported that their 
loved ones were exhibiting symptoms of 
advanced dementia.  Participants came 
from 10 zip codes across DC, spanning 
all wards except Wards 2 and 6.  Almost 
all participants reported living with the 
care recipient.  
 
Resources Used by Focus Group 
Members 
 
Focus group participants discussed use 
of multiple resources and services, 
including DC agencies, senior centers 
and adult daycare centers, in-home 
support, caseworkers/social workers/ 
counselors, nursing homes, home 
modification and renovation, meals and 

Table 5. Focus group participant characteristics 
 

Characteristic N (%) 

/ŀǊŜƎƛǾŜǊΩǎ ƎŜƴŘŜǊ 

   Male 6 (25%) 

   Female 18 (75%) 

/ŀǊŜƎƛǾŜǊΩǎ ŀƎŜ 
   45-60 4 (17%) 

   61-65 9 (38%) 

   66-70 6 (25%) 

   70+ 3 (13%) 

   Unknown 2 (8%) 

/ŀǊŜƎƛǾŜǊΩǎ ǊŀŎŜκŜǘƘƴƛŎƛǘȅ 
   Non-Hispanic white 3 (13%) 

   Non-Hispanic Black 18 (75%) 

   Hispanic 2 (8%) 

   Unknown 1 (4%) 

/ŀǊŜƎƛǾŜǊΩǎ ŜŘǳŎŀǘƛƻƴ  

   High school or some college 10 (42%) 
   Associate's or Bachelor's 7 (29%) 

   Graduate degree 5 (21%) 

   Unknown 2 (8%) 

Ward  

   Ward 1 3 (13%) 
   Ward 2 0 (0%) 

   Ward 3 1 (4%) 

   Ward 4 4 (17%) 

   Ward 5 7 (30%) 

   Ward 6 0 (0%) 

   Ward 7  3 (13%) 
   Ward 7 or 8b 4 (17%) 

   Ward 8 1 (4%) 

   Unknown  1 (4%) 

Care recipient's relationship to caregiver a 

   Parent 17 (71%) 

   Spouse 5 (21%) 
   Grandparent 2 (8%) 

   Sibling 1 (4%) 

Care recipient's dementia severity as reported by caregiver  

    Mild 4 (17%) 

   Moderate  7 (29%) 

   Advanced 12 (50%) 
   Unknown 1 (4%) 

Whether care recipient lives with caregiver 

   Yes 22 (92%) 

   No 1 (4%) 

   Unknown 1 (4%) 
a Total N exceeds 24 as two participants took care of two family members 
b Data on ward was derived based on zip codes, and zip code 20020 spans 
Wards 7 and 8 
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food services, transportation services, education services, and legal services.  A narrative 
summary of the focus group discussion around use of each type of resource is provided in 
Appendix F.  This summary includes both positive experiences and challenges, as well as 
supporting quotes from participants. 
 
Challenges and Unmet Needs of Primary, Unpaid DC Caregivers 
 
Participants discussed multiple challenges and unmet needs related to resource and service use 
when caring for a person living with dementia in DC.  Key themes that emerged from this work 
include: 
 

1. Need for help in navigating, identifying, and applying for resources and services. 
 

Participants reported the process of navigating the system to identify and apply for 
relevant resources and services to be challenging and overly complex.  Some shared that 
they are overwhelmed by the amount of information and referrals that they receive 
from agencies such as the DACL, describing feeling that they are beinƎ ƎƛǾŜƴ άǘƘŜ Ǌǳƴ 
ŀǊƻǳƴŘΦέ  Given the burdens of caregiving itself, the onus of processing and distilling this 
information to identify the resources that meet their individual needs was reported to 
be too time-consuming and stressful.  Conversely, there were also participants who had 
challenges accessing sufficient information due to the lack of centralized information, 
lack of responsiveness of agencies, or lack of coordination between agencies.  For some, 
the application process for receiving resources is also a barrier, which many 
characterized as overly burdensome and difficult to understand.  

 
Participants wished for greater guidance and a more streamlined process for navigating 
and accessing resource.  Suggestions included (i) a system whereby the city 
automatically assigns each caregiver with a caseworker to guide them through the 
process of identifying and applying for resources and services, (ii) a system to 
proactively track and monitor community-dwelling seniors for dementia to ensure that 
they are receiving care, and (iii) greater coordination across DC agencies and 
organizations.  

 
2. Need for reconsideration of service eligibility criteria, including lowering of income 

thresholds, and exclusion of caregiver income from consideration. 
 

Our focus group participants encountered a major challenge in qualifying for services, 
most notably home health aides and home modification services.  Participants are 
frustrated by income-based eligibility requirements for services, and especially angered 
by ǘƘŜ ŦŀŎǘ ǘƘŀǘ ǎƻƳŜ ǇǊƻƎǊŀƳǎ ŎƻƴǎƛŘŜǊ ƴƻǘ Ƨǳǎǘ ǘƘŜ ŎŀǊŜ ǊŜŎƛǇƛŜƴǘΩǎ ƛƴŎƻƳŜΣ ōǳǘ ŀƭǎƻ 
ǘƘŜ ŎŀǊŜƎƛǾŜǊΩǎ ƛƴŎƻƳŜΦ  A number of participants also noted that the qualifying 
threshold for services is typically too low.  They are frustrated by the fact that they are 
deemed to have too much income to qualify for certain services, while at the same time 




































































































































